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&

BH 11240 Waples Mill Road, Suite 200 » Fairfax, VA 22030 « Phone: 703-934-0160 « Fax: 703-159-7562
E-mail; info@aabh.org * Website: www.aabh.org

June 13, 2003

Commissioner, Social Security Administration

PO Box 17703

Baltimore, MD 21235-7703

Reference: SSA proposed rulemaking on criteria for evaluating mental disorders

Dear Sir or Madam::

Please find attachec our comments in response to the notice of March 17, 2003
regarding SSA's intention to revise the criteria for evaluating mental impairments
under federal disab.lity programs. AABH would be very pleased to assist the
SSA in evaluating recommended changes to the proposed rules or provide
further information. Please feel free to contact me at our national office in
Fairfax, VA. Address, telephone and email information is shown on our
letterhead. My direct email address is jerry@aahb.org.

Thank you for consitering our comments and recommendations

Sincerely

7Geral5 g Galler

Executive Director
AABH
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COMMENTS IN FESPONSE TO SOCIAL SECURITY ADMINISTRATION'S
ADVANCE NOTICE OF PROPOSED RULEMAKING ON CRITERJA FOR EVALUATING
MENTAL DISORKIERS (As Requested in the Federal Register, March 17, 2003)

These comments are submitted in r:sponse to the notics of March 17, 2003 regarding SSA’s intention 10 revise the criteria
for evaluating mental impairments under federal disability programs. The current mental impairment Listings criteria work
well. While there are important uydates and refnements that should be included in the Listings for adults and/or for
children, a major overhaul of the mintal disorder Listitig is not necessary. However, certain other SSA rules explain aspecls
of the Listings more fully and it wonld be most helpful to include that very useful information in the Listings in the
Tntroductory section, as suggested Lizlow.

L Introduction to Mencal Disorders Listiags: Section 12.00
This scction of the Listings provides detailed guidance for all disability adjudicators and plays an important rolc in the
decision-making process for indiviciuals with mental iripainments, including those whose impairments do not meet a specific
Listing. The Introduction should e expanded to include SSA policy pronouncements from other sources and well as being
updated through several policy changes. Following are specific suggestions to accomplish (his.
1 Asscssment of scverity )
In SSI childhood disabilit, clairus, SSA looks at six different domains to determine functional equivalence to 2
listed impairment. A chilc is considered disabled if he or she has “marked” limitations in two domains or an
“extreme” limitation in onz domain. SSA should add language to the adult Listings that an impairment meets the
«B"” criteria if there is an “rxtreme” limitation in onc of the four “B” eriteria, in addition to the current linguage
requiring “marked” lirai-ations™ in two of th: “B” criteria.
2 Better definition of “marked” and “extreme”
The regulatory definition f “marked” in the childhood Listings should be included in the adalt Listings. That
definition requires “standa:dized testing with scorcs that arc at lcast (wo, but less than three, standard deviations
bolow the mean.” 20 CF R, §416, The definition of “extreme” functional limitation should also adopt the
childhood definition, 20 C.F.R. § 416.
3. Evidence iysu:s
The importance of recogniing evidence from all medical sources
SSA should provide clear ;midance to adjudicators in the Introduction section of the Listings and in separate
regulations regarding the izuportance of evideuce from all hcalth care profcssionals in assessing the limitations
imposed by mental impairnents,

The fact that SSA has cstablished a distinction between “medical” and “non-medical” evidence allows adjudicators
to consider non-physician =vidence, even though provided by licensed health prolcssionals, to be less important.

As a result, (hey give it Jess weight than it descrves, despite the fact that it is key information necded 10 cstablish the
individual’s functional lin:itations.

Evidence from an “accept: ble medical source” is neccssary (o establish the existence of a “medically determinable
impairment” under the Soiial Security Act.  However, once a “medically determinable impairment” is cstablished,
evidence from “other sourccs” is obtained to show the severity of the impairment and the limitations it imposes.
These “other sources” inclide many of the primary sources of health care treatment for individuals with mental
impairments, ¢.g., nurse peactitioners and physicians’ assistants, therapists, psychiatric social workers, and
educational personnel. Eidence from ather sources regarding the severity of the impairment should not be treated
differently when provided by licensed health profcssionals than when given by a psychiatrist or psycholagist.

The grganization of comu anity mental health programs is such that an individual may scc the psychiatrist rarely,
and only to evatuate medi:tions during a vory bricf visit  The people most familiar with the casc and the
individual claimant’s funclional limitations are therapists or psychiatric social workers who see the individual on a
daily or weekly basis. Current regulations do not treat cvidence from such sources as “medical evidence of record,”
even though it is prepared by a professional, included in the psychiatric case file and an intcgral part of a physician
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supervised treatment team. Often the adjudicator of the claim will give morc weight to consultative examiners who
see the individual only one:; or to non-cxamining state agency physicians who only review the file.,

SSA should treat sach infi-mation as medical evidence when it comes from a licensed clinic or is part of a
medically supervised treatment plan.  To do otherwise is to treat low income claimants unfairly mercly becanse they
cammot alford treatment in a setting where most of the work is done by physicians.

4, Consideration of drug usc as symptom of another mental impairment

Many individuals diagnos:d with mental fllness also have substance abusc problems. SSA’s rules should provide
clear gnidance to adjudicators that the mere fact of substance abuse is not gronnds for denying a claim. The current
Intraduction does not fully discuss how dmg addiction and alcoholism (DAA) is to be evalualed under the Listings.
Although the DAA provisiras were last changed in 1996, SSA has ot changed the Listings language. SSA should
clarify that drug use may b: a symptom of another mental impairmecnt and that a determination is required as (o
whether drug addiction or nicoholism is a contributing factor material to the determination of disability.

5. Effects of Me lication

For many individuals with mental illness, mecication will treat the overt signs and symptoms (such as :
hallucinations) but not the resulting fimctional deficits (often termed negative symploms), This means that some
individuals on medication may no longer meet the A criteria regarding signs and symptoms (even though they have
a diagnosis of the Listed di tarder) but noncthcless mest the B criteria regarding function. The Introduction should
clarify that when an indiv: fual meets the B criteria and they have the diagnosis cited in the A critcria they qualify,
just as do others whose ov:it symptoms are not controlled with medication.

6. Medical cquiialence

The Introduction should mi:ke clear that individuals with medically determinablce impairments who cannot exactly
incct any specific A criteriz but who satisly cither the paragraph B or C criteria, are disabled. This establishes a
“medical equivalence” standard for such persons. This approach focuses on the impact of functional limitations,
which arc asscsscd under Liic B or C criteria.

7 Documentarion '

A discussion about school attendance and voc:tional training should be added to the Imtroduction to provide
guidance for evaluating ca izs of young adults for whom such evidence is particularly relevant.

1L, “A" Criteria Listings Issues
1 “Marked” us a factor in the “A” criteria
The “A” criteria should ony deal with the diagnosis, primarily to satisfy the statutary requirement that a person
suffer from a physical ar r:ental impairment. The extent to which a particular diagnosed impairment is or is not
disabling is largely a funcrion of the B and C criteria. However, for a number of diagnoses, there are functional
requirements that have crept into the A critcria,  Since this is not universal, it gives the impression that the criteria
for certain mental ilincss iagnoscs have a higher threshold of disability whereas the leve) of dysfunction that leads
to a finding of disability sl culd not vary from one diagnosis to another. Thesc A critcria also often use the texm
“marked” to describe the d.agnostic symptoms that arc required, adding an additional layer of confusion.

For example in 12.06A.3/1 12.06A.5: “Recurrent severe panic attacks manifcsted by a sudden unpredictable onsct
of intense apprehension ... occurring on the average of at least once a week ™  Other examples are in 12.06
A.4/112.06A.6, requiring “ zccurrent obsessions or compulsions which are a source of marked distress™ and in 10.08
which requires “a signific: nt impairment in social or occupational functioning or subjcctive distress™ for personality
disorders.

For children, see 12.10/11:2,10; The definition of an Antistic Disorder requires a “ markedly restricied repertoire of
activitics and interests,” a phrase repeated in A 1.c; 112.03, the children’s schizophrenia Listing, that requires a *
marked disturbance of thin cing feeling and behavior™; 112.04, the childrea®s mood disorder Listing which requires
markedly diminished inter:st ar pleasure” at two separate places, and at 112.11, the ADHD Listing that requires
marked inaliention, impuliiveness, hyperactivity and then refers the adjudicator to the B critcria (0 make further
findings of two more mark.:d functional limilatioms.

The language in all Listings should be reviewed and revised to eliminate measures of functioning or references to
“marked” limitations.



06/13/03 FRI 15:368 FAX 7033522041 INFO ANALYSIS doos

1118 “B" Critcria Listings [ssucs
L Clarifying Langvage for B Criteria
The four current “B” crite-.2 that measure fonctional impairment also need revision.  The following suggestiong are
based upon existing SSA raterial (either takea from the current Introdoction to the Listings or from other
documents relating o the I'FC assessment) and would expand the explapation of each factor, thus providing further
helpfl guidance for adjud.icators:

A Activities of Daily Living

Additional materi:1 should be addcd to this section (o explain that relevant ADLs include the ability to
engage, independ :nt of supervision ar direction, appropriately, effectively and in a sustained manner in
activitics such as ability to pay bills, carry out simple instructions, maintain personal appearance and
health, travel in u.afamiliar places, set realistic goals, manage and maintain a work or home environment
and cope with you tine stresses of daily life.

B. Social Funct.oning

Additional material should be added to this section to explain that social functioning includes the ability 10
interact indepenc. :ntly, appropriatcly, clicctively and on a sustained basis with other individuals in a social
or work related civironment, inciuding the ability to remember people, incidents and facts and to engage
successfully in problem solving arownd tasks or social intcractions.

C. Concentratic o, persistence or pace.
Additional materi al should be added to cxplain that concentration, persistence and pace in work sitvations
may involve the asility on a sustained basis to carry out short, simple insftuctions or more detailed
instructions, to maintain attention and concentration for extended periods, perform activities within a
schedule, be punsinal, sustain a routine without special supervision, work in proximity to others, make
simple work decisions and complelc 2 normal workday and workweek, and perform at a consistent pace
without an unreasonable number or length of rest periods.

D. Episodes of “‘ccompensation.

The phrase “highly structured and dirccting household” should be changed to “highly structured and
supportive”™ settin ys to make it consistent with other langnage in the Introduction defining “highly
stmctured and su;)portive” settings. ('I‘hxslmsuasclsalsosimﬂartothatusedm the $SI childhood
disability listing " 12.00.F)

2. Supported Wor:

When a claimant is engagi:d in supportive wotk, dd]udlmlorsoﬁcnoonclndcdthathelsh:canhavcnomgmﬁmnt
limitations in social fanctinning or in concentration, persistence and pace. The Listings should clarify that
supported employment sh:uld not be improperly interpreted to mean that the claimant is not disabled. Generally,
the need for such a setting for a claimant wilh 2 mental impairment is cvidence of disability and the need for services
to compensate for that disability beforc the imlividual can engage in any work activity. Without the supports and
services furnished through supported employment, these individuals could not engage in competitive employment,

v “C” Criteria Listing: Tesues

Section 12.00 shonld be amended 11 create a subsection that discusses the “C” criteria in order to provide greater clarity.
SSA should incorporate language I''om current §12.00A, 12.00E, and the “C” crilcria in specific listings so as to describe six
concepts relevant to “C” criteria (bt also relevant at all sieps of the sequential evaluation).

1 Effects of struct.red settings. (This should refer to the effect of living in a structured or supportive
setting, including living ai home with supports that may help to control signs and symptoms. SSA should consider
the amount of help needed o maintain functioning, adjustments made to the environment and how the individual
mlghtflmwtlonthhout the: structured or supportive setting being available.)

2. Stress and mental illness,  (This scction should incorporate langnage currently found in Social Security
Ruling (SSR) 85-15, inch.ling the discussion of how good mental health services may enable individuals to fimetion
adequately in the commusiity by lowcring pressurcs, by medication and through sexvices of auipatient or day
programs. Mental illness is characterized by adverse responscs to stress, and individuals may b unable to face the
demands of getting 10 work regularly, having their performance supervised and remaining all day. These and other
factors cited in the Ruling should be considcrud in detcrmining eligibility under the Part C criteria.)
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3. Extra help. Tlis scction should include the language in the similar section in the SSI childhood
disability regulations that raquires adjudicators to consider how independent the individual is and how much they
need supervision, dircetion or cuing or whether they need special equipment, devices or medications to perform
daily activities.

4, Unwsual setting:. This section should includc the morc expansive language from the SSI childhood
disability rcgulations that c:scusscs how an individual may appear less impaired in a single examination than
indicated by information ciwering a longer period.

5. Effects of medicution. This section should be modcled on the SSI childhood disability regulations and
also incorporate language ‘tom the current scetion 12.00G in arder to ensure that adjudicators give proper atteation
{0 the cffects of medicatior on symptoms, signs and ability o function as well as to side effects of medications.

6. Effects of treatmmeat.  This section should reflect the cutrent 12.00H that discusses the impact of treatment
on signs, symptoms and furiction. Treatment may, or may not, assist in the achievement of a level of adaptation
adequate to perform sustai:ted Substantial Gainfal Activity.

Iv. Records of School-Baiicd Testing
When children have Individualized Education Programs (TIEPs) in their school files, it is quitc likcly that the school also has
records of testing done to assess the student for the school system, We recommend that SSA routinely request these test

results as part of the applicant’s filc.
V. New listings needed

Scveral new listings should be adde::: because of the prevalence of these disorders.
L Post-Traumatic "tress Disorder (PTSD) to 12.06 and 112.06
PTSD, a condition found i1 adults who havc been members of the armed forces and other victims of terrorism,
violence, or traumatic eveils, including children exposed to violence in the home or commumity. Currently 1t is
buried in section 12.06 of 1he Adult Listings, where it is hard to find, in part becausc it is never named.
A separatc Listing for PTSD should be includid in both the Adnit and the Children's Listings.

2 Eating Disorders 12.13 & 112.13
The Eating Disorders Ancirexia Nervosa, Bulimia, and Other Types should be added as a new Listing.

3. Attention Disorilcrs (ADHD, ADD) for adults
This new listing should be similax to the children’s ADHD Listing, § 112.11, recognizing that ADHD/ADD
continues into adulthood,

4, Alzheimer’s Dis:asc and Scnile or Pre-Scoile Dementia
Alzheimer’s Disease and « ther dementias should be added to the mental impairment Listings.

VHIL. GAO’s Recommendai inns Regarding “Corrected Conditions”

In its Aungust 2002 report, SS4 and V4 Disability Programs: Re-Examination of Disability Criteria Needed to Help Ensure
Program Integrity, GAO-02-597, tle General Accounting Office raises a mumber of concerns about how disability is
determined in both DI and SSI. Uniler no circumstances should SSA incorporate the GAO proposals in these Listings. Mamy
of the pharmaceutical and technolc ;ical advances upot which GAQ bases its recommendations are neither uniformly
available nor affordable to people w ith disabilities across our nation.

Whilc it is possible for some peopl:: ‘with mental impairments to work while receiving pharmaccutical treatment that is
responsive to their medical conditic ns, it is often eligibility for SSI and therefore Medicaid that makes it possible to secure
needed drugs.  Loss of SSI often nicans loss of the very drugs that might make the person employable and therelore less
needy of cash assistance. For som:: DI recipients, because Medicare does not include a drug benefit, these individnals may
not even be able to secure needed trzatment while in benefit status. We urge SSA to ensure that any proposals that
incorporate how SSA will cvaluale individuals applying for benefits if they were “under corrected conditions” make clear
that such a possibility is fantasy - and could have tragic conscquences for poople with severe mental impairments —  if
medical carc, including froe or very reducad price prescription drugs, is not readily available (o that specific individual,
whether or not he or she is employe: 4 after leaving DI or SSI and for however long as needed to ensure the person can
continuc (o remain independent of 131 and SSL.
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Other Listing Issues
1 Functional Equivalence for Adults
An effective method is nec:ied to assess adults at the Listings level when their impairments do not fall within
specific listings. This could be done by creating a functional equivalence step for adults, using the concepts
developed in asscssing fur. :tional equivalence for children, or by improving the RFC process to ensure its relevance
for younger adults. This r=commendation has special significance for young adults with mental impairments,
particularly those who hav: not worked. Sicps 4 and 5 in the disability determination process arc inadequate for
addressing thcm. SSA should look at the impact of impairment across the domains of function critical for an adult to
function in competitive employment.
2. Usc of regulations
SSA should construct the <hildren’s mental disorder listings so that people do not have 10 refer back and forth
between different listings 3 fiud the functional ¢ritcria.  While this would require repetition of criteria in each of
the scparalc listings, the a:lded clarity for users would be well worth it.
3 Consultative Exims :
SSA should make use of Cr:nsultative Examiners (CE) on a broader scalc than in current practice. Additional
information would assist 3-ljudicators in making bettcr decisions in many cases  In particular, SSA should
emphasize the use of vocat: omal CEs for peaple who have 5o real employment history, and encourage the use of
clinical social workers as {Es to collect evidesice on medical and social history from individuals and families.

Tssues Qutside the Listings

1. Improve fall devclopment of the record earlier in the process

Developing the record so t.1at relevant evidence from all sources can be considered is fundamental to full and fair
adjudication of claims, Ctice an impairment is medically established, SSA’s regulations cavision that all types of
relevant information, both medical and nonmedical, will be considered to detcrmine the extent of the limitations
imposed by the impairmeni;(s).

The key to a successful disnbility determinaticn process is having better case devclopment at earlier levels.
Unfortunatcly, very often 1he files of denied claimants show that inadequate devclopment was done at the initial and
reconsidcration levels.  Claimants are denied not because the evidence establishes that the person is not disabled,
but because the limited eviiience gathered cannol establish that the person is disabled.

A properly developed Ble i usnally before the ALY because the claimant’s xepresentative has obtained evidence or
because the ALY has develnped it.  Not surprisingly, different cvidentiary records at different levels can casily
produce different results on the issnc of digability.

2. Administrative I'rocess

The SSDT and SSI application processes can be both lengthy and complex. Often, persons with mental impainnents
have difficulty even applyicg for benefits at a crowded SSA ficld officc, unless they are provided with assistance.
And, if a mentally ill individual does file an application, they frequently have difficnlty in complcting the
voluminous paperwork — J:zxticulatly in proviling an sccurate psychiatric history and a full record of
hospitalizations or other n:cdical treatment,  Finally, a person with mental illness is likely to struggle in atteading
appointments — cither for (”E’s or for hearings. Failure to appear at these appolntments can result in 3 claim being
dismissed.

Even when a person with :. mental impairment is able to pursue their application, claimants are commonly denicd at
both the initial applicatior: and recomsideration levcls. These claimants must then file for a hearing befare an ALJ.
While a significant pereenlage of claimants are granted benefits by ALJs, many claimants with mental impairments
arc unable to file appeals, und thus they never have this additional opportunity to demonstrate their disahility.
Ironically, the current proi:css resulls in people whose disabilities make them the least able to file an appeal form
being denied benefits, wh le others who are less impaired, but arc still disabled, will be awarded SSDI and/or SSI.

Because these problems severely impact SSDI and SSI applicants with mental impainments, we offer the following
recommendations to help i mprove the process.
e  SSA should inst. lutionalizc SSDI/SSI autreach to low income persons with mental disabilities, particularly
thosc populations 'with a high incidence of mental impaitments, such as homeless persons or children.
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e  SSA should expaud its use of pre-release agreements, to take more applications before claimants leave
public instimation:: ach as hospitals, jails, or prison,

e  SSA should proviile mentally ill clainiants with additional accommodations, including assistance in
completing applications and other forms, and flexibility in scheduling appointments for CE's or ALJ
hearings.

e SSA should explivitly recognize that assextion of a mental impairment can be sufficient to demonstrate
good cause for fai.lure to file a timely appcal or other SSA document.

e  SSA should refer :lll children’s SSI applicants not already receiving Medicaid coverage to state Medicaid
and CHIP enroltmicnt oflices, so that those who are eligible can receive these critical health care benefits.

*  SSA should also fcus on expanding the use of presumptive eligibility for persons with mental
impairments. Spucifically, presumptive eligibility criteria shounld be revised to indicate that persons with a
well-documented history of serious and persistent mental illness can be found presumptively eligible for
SSI

»  SSA should require state DDS agencics to have specialized adjudicators to handle children’s SST clalms
S5SA and DDS’s ginerally make every adjndicator a generalist  The medical and health provider world has
lonp stepped away from this approach recognizing the substantial differences and need for specialist
expertise in ¢valu::ting medical and fimctional problems of adults and children.

3. Psychotherapy trcatment records nced to be acecssed and abtained by SSA

SSA currently uses its gen» ral client signed relcase form (10 obtain medical and clinical records, but under the Health
Insurance Portability and .\.ccountability Act regnlations, which require specific informed release for peychotherapy
notes and records, mental licalth providers do aot send these recards in. SSA necds to immediately address this by
amending form SSA 827 tu specifically and explicitly cite psychatherapy records as covered by the release.

4. Third Party Evilence

It is not uncommeon for sorie individuals with mental impairments to underestimate the impact of their impairments
on their functioning. Und:r such circumstances, third-party input from persons who live or interact routincly with
the claimanat is esscntial. Vilien a claimant is unable or reluctant to describe fanctional limitations, or when the
medical evidence suggests more scrious functional limitations than are self-reported, it is necessary to make every
effort to obtain a descriptic:a of the claimant’s typical functioning from a person who interacts routinely with the
claimant to supplement an:. scif-report of functioning. We recommend that SSA make cvery cffort 1o obtain third-
party descriptions of funct:sning whenever a claimant is unable or reluctant to describe her limitations, as well as
whenever the self-reported functioning surpasses what would be expected from the medical evidence of record.



